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Purpose: In the United States, 42% of adults, and 81% of adults
over 65 years of age live with multiple chronic condition (MCC).
Current interventions to facilitate engagement in care focus primarily
on the patient; however, many individuals with MCC manage and
live with their conditions within the context of their family. This
review sought to identify interventions used to facilitate patient and/
or family engagement among adults with MCC.
Methods: We adhered as closely as possible to PRISMA guidelines
and conducted a systematic scoping review using a modified ap-
proach by Arksey and O’Malley. We searched PubMed, Web of
Science, and Scopus using terms related to MCC, patient and family
engagement, and intervention. We included articles that: (1) were
published in English; (2) were peer-reviewed; (3) described an en-
gagement intervention (with or without a comparator); and (4) tar-
geted individuals with MCC. We abstracted data from included
articles and classified them using the Multidimensional Framework
for Patient and Family Engagement in Health and Health Care, and
the Classification Model of Patient Engagement.
Results: We identified 21 discrete interventions. Six (29%) were
classified as having the highest degree of engagement. Eighteen
(85%) focused on engagement at the direct care level. Only one was
specifically designed to engage families.
Conclusions: Many engagement interventions currently exist for
adults with MCC. Few of these interventions foster the highest degree
of engagement; most focus on engagement at the level of direct care
and do not specifically target family member involvement.
Key Words: patient and family engagement, multiple chronic con-
ditions, intervention, strategy, scoping review
(Med Care 2020;58: 407–416)
BACKGROUND
In the United States, 42% of adults, and 81% of adults
over 65 years of age live with multiple chronic condition
(MCC).1 Individuals with MCC have ≥ 2 conditions that last
a year or more, require continued medical attention, and/or
limit activities of daily living.2 The more complex conditions
an individual has, the greater the risk for poor health
outcomes.3 Improved engagement in one’s health and health
care, especially for those living with MCC, can lead to im-
proved health outcomes.4 Engagement is a fundamental pre-
cursor to optimal health outcomes.
Although several definitions and conceptualizations exist
for patient and family engagement,5–8 many share common
features. For the purpose of this review, we conceptualized
patient and family engagement using the Agency for Healthcare
Research and Quality’s (AHRQ) definition: “a set of behaviors
by patients, family members, and health professionals and a set
of organizational policies and procedures that foster both the
inclusion of patients and family members as active members of
the health care team and collaborative partnerships with pro-
viders and provider organizations.”7 With no existing validated
measures of what constitutes engagement, patient and family
engagement interventions have used various metrics, such as
clinical, behavioral, and quality of life (QOL) outcomes, either
as direct measures or as proxies to assess engagement.9 Clearly,
using outcomes that may be affected by engagement as a proxy
measure for engagement, poses a challenge to evaluating the
effectiveness of interventions to improve engagement.
Currently, interventions to enhance engagement in medi-
cal care focus primarily on the patient.10 However, managing
and living with MCC often occurs within the context of family,
reflected by the high percentage of patients with MCC who
bring family members to their medical appointments,11,12 Social
support, particularly from families, is important for a variety of
health behaviors and outcomes,13–15 Interventions to help
patients and their families prepare for and engage in their visits
and communicate more effectively with their providers result in
improved patient health outcomes, quality of care, patient safety,
and lower health care costs.5
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TABLE 1. Search Strategy
Search Search Strategy
#1 “patient engagement” OR “family engagement” OR “patient
involvement” OR “patient participation” OR “patient-caregiver
relationship” OR patient engagement* OR “caregiver
engagement” OR “patient activation” OR “patient centeredness”
OR “patient-centeredness” OR “family participation” OR “family
involvement”
#2 “Multiple Chronic Conditions” OR “Multiple Chronic Medical
Conditions” OR “Multiple Chronic Health Conditions” OR
“Multiple Chronic Diseases” OR “Multiple Chronic Illnesses” OR
“multiple morbidity” OR co-morbid* OR comorbid* OR
“multiple diagnosis” OR “Multiple Chronic Conditions” OR
“polypathology” OR multimorbid* OR multi-morbid* OR
“Chronic care management” OR “high-cost” OR “high cost” OR
“high-need” OR “high need”
#3 “tool” OR “intervention” OR “engagement strategy” OR “method”
OR “program” OR “strategy” OR program* OR strateg* OR
“model” OR effect* OR “impact” OR “evaluate” OR evaluat* OR
introduc* OR “preventative program” OR “program evaluation”
OR “process assessment” OR “randomized control trial” OR
“controlled clinical trial” OR “experiment” OR experiment* OR
“innovation” OR innovat*
#4 #1 AND #2 AND #3
The purpose of this systematic scoping review was to 
identify existing interventions to facilitate patient and/or family 
engagement among adults with MCC. Secondary objectives 
were to: (1) classify engagement methods used by these inter-
ventions; (2) identify the level at which they were implemented 
and; and (3) classify the types of outcomes they examined.
METHODS
We conducted a systematic scoping review, 1 designed to 
“map rapidly the key concepts underpinning a research area and 
the main sources and types of evidence available.”16 We used this 
approach because the field of engagement is still incipient and 
there is not a uniform definition of engagement. We modified the 
6-step methodological approach by Arksey and O’Malley as a 
framework to guide this review. These steps include: (1) identi-
fying the research question(s); (2) identifying relevant studies; (3) 
selecting and eliminating studies  based on certain criteria; (4) 
charting data from studies based on key themes/issues; (5) ana-
lyzing the results and reporting findings; and (6) consulting key 
stakeholders.16 Our stakeholders included Patient and Family 
Advisory Council members, clinicians, and staff within the Uni-
versity of North Carolina Health Care System. The following 
paragraphs outline the process taken for the first 5 steps of this 
methodology.
Although not a systematic review, we adhere as closely as 
possible to the PRISMA guidelines.17 We searched 3 databases
—PubMed, Web of Science, and SCOPUS—for published re-
search available up to November 1, 2017. We included studies if 
they: (1) were published in English; (2) were peer-reviewed 
(ie, excluded gray literature); (3) described an engagement in-
tervention (with or without a comparator); and (4) targeted in-
dividuals with MCC. We did not limit articles based on study 
design for screening purposes. We excluded study protocol or 
design papers and review articles.
Search Strategy and Study Selection
Our search strategy included keywords, and for 
PubMed and Web of Science, MeSH headings for patient and 
family engagement, MCC, and interventions (Table 1). We 
did not include keywords or MeSH headings for chronic 
conditions to: (1) limit the number of irrelevant articles; and 
(2) balance feasibility with available resources. To avoid 
misclassification, we added relevant articles as we identified 
them. To identify other potentially relevant articles, we 
reviewed the reference lists of included studies, consulted 
with experts in the field to identify other potentially relevant 
articles, and searched for effectiveness/outcome articles 
related to protocol/design papers identified from our search.
We uploaded all identified articles into Covidence and 
removed duplicates. Two reviewers independently screened 
all title/abstracts and full-text articles. Discrepancies were 
resolved by a third reviewer. Subsequently, the same 2 re-
viewers screened the full-text of all papers. The senior author 
screened and resolved discrepancies that could not be settled 
by the reviewers.
Data Extraction
We abstracted the following from included articles: 
publication metadata; sociodemographic characteristics of 
the
study sample; study design; narrative description of intervention; 
mode of delivery; and measurement methods. Given that the 
patient engagement field is nascent but growing and we wanted 
to capture the breadth of possible engagement interventions, we 
included observational studies, pre-experimental studies (studies 
that used a “one-group pre-test-post-test” design to evaluate an 
intervention18), and randomized controlled trials.
We classified each intervention identified in the ar-
ticles based on the level of engagement and engagement 
method. To assess the level of engagement, we used Carman 
et al’s Multidimensional Framework for Patient and Family 
Engagement in Health and Health Care5 to classify inter-
ventions into 3 groups: direct care, organizational design 
and governance, and policymaking. Engagement at the di-
rect care level integrates patients’ values, experiences, and 
perspectives into their diagnosis, care, and treatment. En-
gagement at the organizational design and governance level 
integrates patients’ values, experiences, and perspectives 
into the design and governance of clinics or health systems. 
Last, engagement at the policymaking level focuses on en-
suring national, state, and local health care policies and 
programs are centered around and responsive to patients’ 
needs.5
Using the Classification Model of Patient Engagement,19 
we classified each intervention into 1 of 3 engagement methods: 
passive information provision; information and activation; and in-
formation, activation, and collaboration. Passive information pro-
vision, the category with the lowest degree of patient engagement, 
includes methods that provide patients with information in passive 
ways (eg, booklets) and are characterized by unidirectional sharing 
of information. Information and activation includes methods 
focused on encouraging, coaching, helping, and supporting patients 
perform engagement behaviors in the clinical encounter (eg, 
question asking). Information, activation, and collaboration reflects 
our conceptualization of the highest (optimal) degree of patient and
with MCC; to identify the level at which they were implemented;
to classify the engagement methods they used, and to classify the
types of outcomes examined. Our review yielded 2 major findings:
(1) less than one third of interventions targeting patients with MCC
involves a true partnership (information, activation, and collabo-
ration) between patients and providers and; (2) most engagement
interventions are delivered the direct care level. We also note that
few articles explicitly defined and conceptualized engagement and,
among included studies, few were explicitly designed to engage
family members of patients with MCC.
Of the 25 interventions included in this review, less
than one third [Care Plus,35 Connection to Health,28 Cus-
tomized Care,43 IMPaCT (Individualized Management for
Patient-Centered Targets),33 MultiCare Agenda,41 and STEP-
assessment and PrefCheck44] fell into the information, acti-
vation, and collaboration category, which engenders a true
partnership between the patient and provider and reflects our
conceptualization of the highest (optimal) degree of engage-
ment. This demonstrates that even in engagement inter-
ventions providers just tell patients what to do (providers do
“to and for” patients) instead of in partnering “with” patients.
CARE Plus was the only intervention that engaged
patients through organizational design and governance—by
restructuring practice systems to allow physicians to provide
longer consultations and establish relational continuity
(a patient-provider relationship over time). All other inter-
ventions in this review focused on engagement at the direct
care level. This is likely because the medical visit is the
setting where patients and providers interact most regularly.
Although engagement at the direct care level is critically
important, there is a need to involve patients at every level
that directly, and indirectly, affects them, including organ-
izational design and governance and policymaking.45
Since there is not one unified definition of patient and
family engagement across the peer-reviewed literature,10 we
explored each article’s conceptualization of patient and fam-
ily engagement. We were particularly interested in assessing
the extent to which study outcomes aligned with the authors’
conceptualization of engagement or were consistent with
existing models and classification schema on engagement.19
Only 1 article explicitly defined and conceptualized engage-
ment. The authors defined it as “active participation” by
“preparing for appointments, exchanging relevant in-
formation with clinicians, shared decision making, and ad-
herence to agreed-upon plans of care.”30 The remaining
articles did not explicitly define engagement or provide a
conceptual model to outline hypothesized relationships be-
tween constructs. This omission is important because it may
have resulted in a lack of conceptual clarity between pre-
cursors to patient engagement and outcomes of engagement.
Such precursors include the attitudinal or psychosocial char-
acteristics (eg, self-efficacy), knowledge, and skills believed
to be needed to become an active participant in one’s health
and health care and to effectively partner with health care
providers and provider organizations. Patient engagement is
fundamental to accessing, utilizing, and optimizing health
care and health status,5,9,10,46 but the knowledge, skills, and
attitudinal characteristics that are necessary precursors to
engagement should not be conflated with engagement itself.
family engagement and involves a high level of partnership 
between the patient and provider. Engagement at this level 
entails “a 2-way communication process … share the goal of 
more and better conversations between a patient and provider, 
and facilitate communication of evidence and elicitation of 
patient preferences at the point of care.”19
RESULTS
Overview
In total, 1530 articles were retrieved from our search 
strategy. Once we removed duplicates, we screened the titles 
and abstracts of 1080 articles; we included 88 articles in the 
full-text review stage. Of these 88 articles, 25 articles met all 
the eligibility criteria for data extraction to inform the qual-
itative synthesis.
Study Characteristics
Although we did not restrict the year of publication, 
the majority of studies (56%) were published between 2015 
and 2017. Only 40% of the articles mentioned specific 
chronic conditions. The most commonly addressed chronic 
conditions in the interventions were: type 2 diabetes, severe 
mental illness, hypertension, cardiovascular disease, and 
human immunodeficiency virus/acquired immune deficiency 
syndrome. The remaining articles broadly focused on adults
living with ≥ 2 unspecified MCC. Over half (64%) of the 
articles were randomized controlled trials. Table 2 briefly 
describes each article.
Table 3 provides an overview of how we classified 
interventions using Carman and colleagues’ Multidimensional 
Framework for Patient and Family Engagement in Health and 
Health Care and Grande et al’s Classification Model of Patient 
Engagement. Only 1 article explicitly provided a definition and 
conceptualization of engagement. Three interventions involved 
family members in their interventions.
Appendix (Table, Supplemental Digital Content 1, http://
links.lww.com/MLR/B923) provides descriptions of the included 
interventions, and information about their level of engagement, 
engagement classification, and modes of delivery.
The majority of the interventions (86%) engaged patients 
through direct care. Only 1 intervention, CARE Plus, engaged 
patients by targeting organizational design and governance.35 
The remaining interventions (10%) used both direct care and 
organizational design and governance to engage participants.31
Fifty-two percent of interventions fell into the in-
formation and activation category and focused on preparing 
patients to better engage with their providers and/or manage 
their conditions at home. Only 29% of the interventions fell 
into the information, activation, and collaboration category.
Table 4 summarizes the outcomes and measures used 
across studies. As can be seen, the outcomes assessed were 
heterogeneous. The most commonly examined outcomes 
were health-related QOL (n = 8), health services utilization 
(n = 6), and patient activation (n = 6).
DISCUSSION
This systematic scoping review sought to identify inter-
ventions used to facilitate patient and family engagement in adults




(N) (y) Target Population Study Design Intervention Group Control Group Relevant Outcomes
Blixen et al20 8; NR Patients with diabetes and comorbid
severe mental illness
RCT Targeted Training in Illness
Management (TTIM)
NR Group experience, success with learning a
manual, knowledge of the disease, etc.,
obtained via qualitative interviews
Boult et al21 904; 78 Older adults with multimorbidities RCT Guided care Usual care Patient ratings for goal setting, coordination
of care, decision support, problem-solving,
patient activation and problem solving;
physician ratings for satisfaction with care,
time spent on patient care, coordination of
care, and knowledge of their patients
Boyd et al22 NR; NR Older adults with multimorbidities Observational
(cohort study)
Guided care NA Feasibility and acceptability
Dattalo et al23 241; NR Older adults with multimorbidities Observational
(cohort study)
Guided care Usual care Attendance at sessions
Doherty et al24 119; 43 Patients with diabetes and comorbid
psychological and/or social issues
Pre-experimental 3 Dimensions of Care For
Diabetes (3DFD)
NA Change in HbA1c at 1-year follow-up; serum
cholesterol, blood pressure, and BMI;
mood, and anxiety symptoms and diabetes-
related distress; accident and emergency
department visits; attendance
Druss et al25 170; 50 Patients with serious mental illness
and comorbid conditions
RCT My health record Usual care Quality of medical care; health services use,
including mental and medical inpatient,
outpatient, and emergency department use;
patient activation; health-related quality of
life (HRQOL)
Druss et al26 80; 48 Patients with serious mental illness
and comorbid conditions
RCT Health and Recovery
Program (HARP)
Usual care Patient activation; the proportion of sample
reporting ≥ 1 visit to a PCP; physical
HRQOL; physical activity; medication
adherence
Ell et al27 348; 57 Low-income Latino patients with
depression and multimorbidity
RCT A Helping Hand (AHH) Patient-Centered
Medical Home—
usual care
Self-efficacy for managing chronic disease
and quality of life; Disease Outcomes;
Treatment Adherence; Health Care
Utilization; Medical care satisfaction;
attendance
Glasgow et al28 NR; NR Not specified Observational
(qualitative)
NR NA Physician reactions to the intervention
website
Goldberg et al29 63; 50 Patients with serious mental illness
and comorbid conditions
RCT Living well Usual care General health functioning, physical





79; 74 Patients at an internal medicine
clinic





Usual care: usual care
Patient activation; self-efficacy for managing
a chronic disease; total unhealthy days
Jäger et al31 21 GPs and 273
patients; 72





Usual care The degree to which 3 recommendations
were implemented by physicians; patient
use of medication lists
Jäger et al32 22 GPs and 344
patients; NR





Usual care Provider knowledge; the degree to which
providers implemented the intervention;
relevance and modification of
recommendations






Mean change in control of patients’ selected
chronic disease; self-rated mental health;
all-cause hospitalization; patient activation;
achievement of chronic disease self-
management goal
Kilbourne et al34 58; 55 Persons with bipolar disorder and
cardiovascular disease-related risk
factors
RCT Bipolar Disorder Medical
Care Model (BCM)
Usual care Physical health; mental HRQOL; bipolar
disorder symptoms
Mercer et al35 152; 53 Low SES patients with
multimorbidities
RCT CARE Plus Usual care Quality of life; well-being; anxiety and
depression; self-efficacy and self-esteem;
engagement and retention (attendance)
Oosterom-Calo
and López36




NA Relevance and appreciation of training








NA Patient experience; perceived benefits




NA Feasibility and acceptability; app use; rate of
participant adherence; disease management
self-efficacy; psychiatric symptoms;
hospital stays and emergency department
visits
Sampalli et al39 NR; NR Patients with multimorbidities Pre-experimental NR NA Wait times for care; patient engagement
(survey participation)
Sarango et al40 81; NR Clinic staff treating patients who
were homeless and living with




NA NA Tasks to retain patients in care; provision of
emotional support to patients; strategies for
addressing stigma and supporting self-
management; maintaining communication
with providers; linking patients to other
resources (eg, housing)
Schäfer et al41 604; 50 Older adults with multimorbidities RCT MultiCare Agenda Usual care No. medications are taken by patient;
HRQOL; days spent in the hospital; patient
satisfaction; patient empowerment
Sudore et al42 414; 71 Older adults with multimorbidities
and ≥ 2 additional clinic, hospital,
or emergency room visits in the
last year
RCT PREPARE plus AD
(Advanced Directive)
AD only Advanced Care Planning (ACP)
documentation in the electronic medical
record; patient-reported ACP engagement
Wittink et al43 60; 55 Patients, age 40 and older, with
multimorbidities plus depression
or anxiety
RCT Customized Care including
Discussion Prioritization
Tool and Question Prompt
List
Usual care Patient likelihood to disclose stressors;
patient confidence to disclose stressors;
patient activation; visit length
Wrede et al44 43; 77 GPs treating patients with
multimorbidities
RCT PrefCheck and STEP-
Assessment
STEP-Assessment Importance rating during the consultation;
ideas, concerns, expectations, and
experiences initiated by physician or
patient; communication; shared decision
making; empathy; empowerment
BMI indicates body mass index; GP, general practitioners; HbA1c, glycosylated hemoglobin; HIV/AIDS, human immunodeficiency virus/acquired immune deficiency syndrome; MCC, multiple chronic condition; NA, not
applicable; NR, not reported; RCT, randomized controlled trial.
TABLE 3. Classification of Discrete Interventions (N=21)
Across all Articles
Level of Engagement N
Direct care 18
Organizational design and governance 1
Direct care; organizational design and governance 2
Policymaking 0
Engagement classification
Passive information provision 4
Information and activation 11
Information, activation, and collaboration 6
Mode of delivery
Face-to-face 9
Face-to-face; phone call 6
Face-to-face; computer/app/website 3
Computer/app/website 3
Interestingly, health-related QOL, a more global and distal 
outcome of an engagement, was the most commonly mea-
sured outcome in this review, followed by health services 
utilization and patient activation (Table 4). This is likely due 
to the salience of this outcome (eg, health-related QOL) for 
individuals with MCC regardless of where the interventions 
fell along the engagement continuum.
Of our included studies, only 3 interventions mentioned 
explicitly involving family members/caregivers. Guided 
Care,21–23 was designed to explicitly support both patients 
and family members; it includes an intervention component 
called “The Guided Care Program for Families and Friends” 
(GCPFF), which provides concurrent education and support 
to family members to help them care for their loved ones 
living with MCC. Two other interventions, PREPARE and 3 
Dimensions of Care for Diabetes (3DFD), included compo-
nents to improve communication between patients and their 
family members. PREPARE helped older adults living with 
MCC clarify their values and encouraged them to discuss 
them with family, friends, and providers.42 3DFD, among 
many other services, provided family counseling and support 
to patients living with persistent suboptimal glycosylated 
hemoglobin levels.
Comparison With Other Studies
We did not find any reviews that classified engagement 
methods used in engagement interventions using the Classification 
Model of Patient Engagement; we also did not find any that 
classified engagement interventions based on the level of engage-
ment. However, similar to findings from another review,5,9,10,46,47 
we found that engagement is complex and has been defined, 
conceptualized, and measured differently by various researchers. 
As shown in Table 4, outcomes most commonly used to assess the 
effectiveness of engagement methods fall under precursors, and/or 
behavioral, clinical, and QOL outcomes. Patient activation, 
in particular, which we consider to be a precursor to patient 
engagement, is often used synonymously with engagement. The 
fact that there is a commonly used and validated measure of patient 
activation [ie, the Patient Activation Measure (PAM)] but no 
validated measure of patient engagement likely drives this 
conceptualization.48
The use of various precursors, behavioral, clinical, and/or 
QOL outcomes to evaluate engagement interventions,5,9,10,46
suggests a lack of agreement and/or conceptual clarity among 
researchers as to how engagement should be assessed. Thus, it is 
even more imperative that investigators explicitly state how they 
are conceptualizing engagement so that there is a shared un-
derstanding among readers. Carman’s multilevel framework for 
engaging patients and consumers in understanding existing 
evidence,49 is a helpful resource to help investigators and in-
terventionists think about their engagement strategy. Moreover, 
conceptualization and operationalization depend on where and 
for what purpose engagement is being targeted. Researchers 
could consider an operational definition of engagement for in-
dividuals with MCC that combines core dimensions and facili-
tators of chronic care management. For example, whether the 
doctor or other health care professional: (1) discusses the pa-
tient’s goals and priorities; (2) helps the patient make a treatment 
plan they can carry out in their daily life; and (3) gives the 
patient clear instructions on symptoms and when to seek care.45 
In contrast, operationalizing engagement during medical visits 
may focus on patient-provider communication behaviors. To 
capture patients’ engagement with their health care providers at 
the direct care level, researchers can combine 3 dimensions of 
the patient-provider interaction that are facilitators and essential 
to good communication—whether the provider: (1) spends 
enough time with you; (2) explains things in a way that is easy 
to understand; and (3) encourages you to ask questions. This 
composite  was used in the  2011 Commonwealth Fund inter-
national survey.45
A systematic review of patient engagement inter-
ventions for older adults found that the interventions con-
tained more of behavioral and educational dimensions, such 
as goal setting and use of written informational materials.50 
Considering that the majority of older adults have MCC,1 this 
finding can be compared with ours (Table 4), which also 
shows that behavioral outcomes are the ones most frequently 
used to assess engagement.
Although we did not find any published reviews on family 
engagement in adults with MCC, several reviews and articles 
recognize deficiencies in the area of family engagement in 
general and echo the importance of partnering with patients’ 
families to improve health care outcomes.10,11,15,51,52 Also, these 
reviews identified additional benefits of family member partic-
ipation in health care, such as increased provision of information 
by health care providers. Only 1 article found in our review 
explicitly engaged family members. However, since some in-
terventions may have engaged caregivers without explicitly 
stating so, it is possible that we could have missed relevant 
studies because we did not use “family members” or “care-
givers” as key words or MeSH terms in our search string. 
However, prior research has noted that few studies have eval-
uated interventions designed to explicitly engage family mem-
bers/caregivers. Considering that family has been recognized as 
a social determinant of health,53 it is no surprise that family 
involvement comprises 1 of the 6 dimensions of patient-centered 
care.51 Given that families of adults with MCC often participate 
in their care,11,12 an urgent need exists to design interventions 
that make provisions for family and caregiver involvement. The 
AHRQ’s strategies to promote patient and family engagement 
can serve as a guide in designing such interventions. The 4 
primary strategies are: (1) encouraging patient and family
TABLE 4. Patient Engagement Outcomes and Measures
Outcome Count Measures Articles
Outcome
Classification
Health-related quality of life (HRQOL) (general,
physical, mental, emotional health)
8 SF-36 Survey, EuroQol group 5 Dimensions questionnaire
(EQ-5D) value set UK, Short Form Health Survey SF-12
Druss et al,25 Druss et al,26 Ell et al,27 Goldberg
et al,29 Kangovi et al,33 Kilbourne et al,34
Mercer et al,35 Schafer et al41
Clinical
Health services utilization (including mental and
medical inpatient, outpatient, and emergency
department use; hospitalization)
6 No. appointments in a given time period, days spent in hospital,
BRFSS, hospitalizations, emergency room use
Doherty et al,24 Druss et al,25 Druss et al,26 Ell
et al,27 Goldberg et al,29 Kangovi et al33
Behavioral
Patient activation 6 20-item Patient Assessment of Chronic Illness Care (PACIC)
scale, Patient Activation Measure, self-report and
observational methods
Boult et al,21 Druss et al,25 Druss et al,26




Mental health symptoms 3 Internal State Scale (ISS) for bipolar disorder symptoms, Patient
Health Questionnaire-9 and Generalized Anxiety Disorder
Scale-7, Hospital Anxiety and Depression Scale (HADS)
Kilbourne et al,34 Doherty et al,24 Mercer et al35 Clinical
Self-efficacy for managing chronic disease 3 PAM (activation level and approach-to health care subscales),
Self-Efficacy for Managing Chronic Disease (SEMCD),
Latino Scale for Antidepressant Stigma (LSAS), Sheehan
Disability Scale (SDS), Patient Assessment of Chronic Illness
Care (PACIC)
Ell et al,27 Goldberg et al,29 Hochhalter
et al30
Precursor
Clinical/disease outcomes (eg, HbA1c, serum
cholesterol, blood pressure, BMI)
2 HbA1c, serum cholesterol, blood pressure, and BMI, ICD-9
diagnosis, Depression (PHQ-9, SCL-20), Anxiety (GAD-7),
Somatic symptoms (PHQ-15)
Doherty et al,24 Ell et al27 Clinical
Physicians’ satisfaction with care 2 20-item Patient Assessment of Chronic Illness Care (PACIC)
scale, European task force on Patient Evaluations of General
Practice care (EUROPEP) questionnaire (‘clinical
performance’ and “organization of care” subscales)
Boult et al,21 Schafer et al41 Quality of care
Quality of care 2 20-item Patient Assessment of Chronic Illness Care (PACIC)
scale, US Preventive Services Task Force guidelines, RAND
Community Quality Index
Boult et al,21 Druss et al25 Quality of care
Treatment/medication adherence 2 Validated self-report measure of problems in adherence to
medication, self-report in outcome interviews, LAC-DHS
electronic pharmacy pick-up and refill records
Druss et al,26 Ell et al27 Behavioral
Achievement of chronic disease self-management
goal
1 Clinical outcomes associated with a select chronic condition Kangovi et al33 Behavioral
Appointment attendance 1 No. appointments missed/total number appointments offered, % Doherty et al34 Behavioral
Coordination of care 1 20-item Patient Assessment of Chronic Illness Care (PACIC)
scale
Boult et al21 Quality of care
Decision support 1 20-item Patient Assessment of Chronic Illness Care (PACIC)
scale
Boult et al21 Quality of care
Intervention session attendance 1 Attendance at initial session and at ≥ 4 sessions Ell et al27 Behavioral
Mean change in control of patients’ selected chronic
disease
1 Changes in HbA1c, BMI, cigarettes/day, systolic blood
pressure between enrollment and 6-month follow-up
Kangovi et al33 Clinical
No. medications are taken by patient 1 Self-report in interviews Schafer et al41 Behavioral
Patient confidence to disclose stressors 1 Self-report Wittink et al43 Behavioral
Patient empowerment 1 Health Care Empowerment Questionnaire (HCEQ) Schafer et al41 Behavioral
Patient likelihood to disclose stressors 1 Self-report and observation Wittink et al43 Behavioral
Patient use of medication list when purchasing
medications at the pharmacy
1 Self-report inpatient questionnaire Jager et al32 Behavioral




























































































































































































































































































































































member participation as advisors; (2) promoting better com-
munication among patients, families, and providers from the 
point of admission; (3) implementing safe continuity of care by 
keeping patient and family members informed through nurse 
bedside change of shift reports; and (4) involving patients and 
families in discharge planning.52
Limitations
This review is not devoid of limitations. As in all re-
views of this type, there may be selection bias due to a lack of 
rigid inclusion/exclusion criteria and weighting of studies. 
Investigators for the primary studies may not self-identify 
their interventions as patient and/or family engagement in-
terventions, which could affect the key terms they use, the 
outcomes they examine, and ultimately whether the studies 
we captured by our search. We mitigate the potential for bias 
by describing our search strategy. There is also a potential for 
misclassification due specifically to missing relevant studies if 
the search terms are not broad enough to capture the full 
range of ways the concept might be specified. For example, 
we could have missed interventions that target adults with 
MCC by not including terms such as “chronic conditions.” 
Similarly, we could have missed relevant interventions by not 
including other components of patient engagement (eg, in-
formation, activation, collaboration). Terms used to assess 
these constructs are often used without consistency.
Despite this limitation, our study has strengths. We 
conducted a systematic search, allowing replicability by other 
researchers. We advance the field by applying 2 existing 
frameworks/models to better understand where and to what 
extent, along the engagement continuum, current inter-
ventions for adults with MCC engage patients and family 
members as true partners in their care. This insight should 
inform future efforts to design and evaluate patient and family 
engagement interventions.
CONCLUSIONS
There is a dearth of interventions that engage adults 
with MCC and their families in health care. Most extant in-
terventions fall short of the highest degree of engagement—
information, activation, and collaboration—and therefore 
miss the opportunity to maximize health outcomes. By failing 
to include family members in the care process, inter-
ventionists omit an important dimension of patient-centered 
care and forego an opportunity to intervene on a key social 
determinant of health. As the population ages and the prev-
alence of MCC grows, multilevel interventions to engage 
adults and their family members in their health and health 
care must be developed and tested. Intervention developers 
should be explicit about their conceptualization of engage-
ment and should be guided by a conceptual framework that 
makes explicit the interrelationships and mechanisms under 
investigation. Such work will vertically advance the field and 
help build evidence of the benefits of patient and family en-
gagement.
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